Although many of the 16,000 children in the United States diagnosed who are with cancer each year could benefit from pediatric palliative care, these services remain underused. Evidence regarding the barriers impeding access to comprehensive palliative care is dispersed in the literature, and evidence specific to pediatric oncology remains particularly sparse. The purpose of the current review was to synthesize the existing literature regarding these barriers and the strategies offered to address them. The authors completed a literature search using the PubMed, Cumulative Index to Nursing and Allied Health Literature (CINAHL), and Web of Science databases. In total, 71 articles were reviewed. Barriers to accessing pediatric palliative care were categorized according to the 4 levels of a modified socioecological model (ie, barriers related to policy/payment, health systems, organizations, and individuals). Major themes identified at each level included: 1) the lack of consistent and adequate funding mechanisms at the policy/payment level, 2) the lack of pediatric palliative care programs and workforce at the health systems level, 3) difficulties integrating palliative care into existing pediatric oncology care models at the organizational level, and 4) the lack of knowledge about pediatric palliative care, discomfort with talking about death, and cultural differences between providers and patients and their families at the individual level. Recommendations to address each of the barriers identified in the literature are included. Cancer 2018;124:2278-88.
INTRODUCTION
Each year, almost 16,000 children in the United States are diagnosed with cancer; 1 in 5 die of the disease. 1 Studies suggest that many children with cancer experience gaps in care, such as poor management of physical and psychosocial symptoms, [2] [3] [4] failures in communication, 3 inadequate support for family members, and inconsistent bereavement follow-up. 5 These gaps may result in the provision of cancer care that is not consistent with the goals and preferences of children and their families. 6 Many of these gaps in care could be mitigated through the widespread provision of comprehensive and effective palliative care; studies have demonstrated numerous benefits of pediatric palliative care (PPC) for children with cancer, including improved pain and symptom management, more robust psychosocial support, increased care coordination, fewer deaths in the intensive care unit, and increased overall patient and family quality of life. [7] [8] [9] [10] [11] The World Health Organization (WHO) defines palliative care as an approach that improves the quality of life of patients and their families facing the problems associated with life-threatening illness by preventing and relieving suffering through the early identification and assessment and treatment of pain and other problems, including physical, psychosocial, and spiritual problems. 12 Although often conflated with hospice care, palliative care is broader in scope; whereas hospice care is intended exclusively for those with a prognosis of 6 months or less, palliative care is not limited to the end of life (EOL). Core principles of palliative care for adults and children include symptom management, quality of life, communication, goal-driven decision making, and interdisciplinary care for a patient and his or her family. 13 PPC is unique because it includes factors like the appropriate involvement of children in medical decision making and ethical and legal considerations when children who are seriously ill become legal adults, among other considerations. 14 Despite the proven benefits of PPC, many children with cancer do not receive palliative care services. [15] [16] [17] Early integration of services is even more uncommon, preventing families from fully benefiting from the range of physical, psychosocial, and spiritual services included in palliative care. 13 This gap between the evidence and actual use patterns has increasingly garnered the attention of researchers and policy makers, with organizations like the WHO, the Institute of Medicine (IOM), and the American Academy of Pediatrics (AAP) calling for further integration of PPC earlier in the cancer trajectory. 15, 18, 19 Although PPC has become a priority, multiple barriers continue to prevent its adoption and implementation. Evidence of these challenges is dispersed in the literature, particularly evidence specific to pediatric oncology, thus inhibiting a full understanding of the varied barriers to care occurring at multiple levels (eg, policy level, organizational level, individual level). This review consolidates existing literature on the multifaceted barriers to accessing PPC encountered by children with cancer and their families and strategies that have been proposed to address these barriers. This synthesis of current knowledge is a critical step toward addressing the underuse of services and optimizing the care received by children with cancer and their families.
MATERIALS AND METHODS
For this report, we conducted a "conceptual" literature review to survey the literature broadly for barriers to PPC in oncology. A conceptual review groups relevant articles according to themes to outline the current understanding of a given research topic. 20 We searched the PubMed, Cumulative Index to Nursing and Allied Health Literature (CINAHL), and Web of Science databases using the key terms listed in Table 1 . The 4 groups of terms were linked by "AND" and appropriate Medical Subject Heading (MeSH) terms were used. Content experts in palliative care and health services research and a research librarian developed the search terms. Because we expected wide variation across countries (eg, in policies, health system structure, cultural perspectives, etc) and this review is focused on barriers in the United States, we limited our initial search to peer-reviewed, English-language journal articles published in the United States. We also limited our search to articles published in the past 10 years to capture information more relevant to current PPC recommendations; for example, the National Hospice and Palliative Care Organization released their comprehensive pediatric standards for hospice and palliative care after their 2007 National Pediatric Services Survey, which helped further build consensus on PPC delivery. 21 Three authors (E.R.H., H.L.K., F.S.R.) reviewed all abstracts generated (n 5 78) to identify articles for inclusion in the full-text review. To be included, articles had to focus on palliative care for pediatric patients with cancer. When we could not determine whether an article should be included, we conducted a full-text review.
Full-text review and data abstraction were completed concurrently by 3 authors (E.R.H., H.L.K., A.C.F.). At the completion of the full-text review (n 5 63), additional peer-reviewed articles of interest as well as gray literature sources (n 5 19) were identified using a snowball approach in which the authors reviewed citations of originally included articles. This review focused on palliative care for children with cancer; however, because of the dearth of information on insurance coverage and policy barriers hindering PPC specifically for children with cancer, we included a few articles (n 5 7) in our snowball search that more generally discussed these barriers. We opted to include information from these articles even if it was not cancer-specific, because insurance and policy issues are not disease-specific. Information from these articles appears in the description of policy and payment barriers; other sections of the review include only evidence specific to PPC in oncology.
E.R.H., H.L.K., and A.C.F. abstracted data from all relevant articles (n 5 71) and categorized the information according to the 4 levels outlined in a simplified version of the socioecological model (ie, policy/payment, health systems, organizations, individuals). 22 Some articles contained "Palliative" or "palliative care" or "specialist palliative care" or "terminal" or "terminal care" or "terminally ill" or "end of life" or "end-of-life" or "end-of-life care" or "end of life care" or "hospice" or "hospice care"
"Access" or "access to care" or "referral" or "barriers" or "obstacles" or "decision making" or "equity of care" or "equality of care" or "inequity" or "inequality" or "rationing" or "gatekeeping" or "gate keeping" or "evaluation of care" or "assessment of need" or "unmet need" or "health care need" or "health services needs and demands" or "health care utilization" or "utilization" or "use" or "self-referral" or "professional referral" or "health service accessibility" or "delivery of health care" or "eligibility for care" or "cost" or "attitudes" or "beliefs" or "knowledge"
"Pediatric" or "pediatrics" or "children" or "childhood" or "child" or "under 18" or "adolescent"
"Cancer" or "leukemia information about barriers at more than 1 level, and we allocated information from those articles into multiple categories. At the completion of the abstraction, each author was assigned a socioecological level and synthesized the information abstracted from the literature relevant to barriers operating at that level by using an inductive approach to identify discrete barriers and accompanying recommendations. Our process of identifying, reviewing, and abstracting records is summarized in Figure 1 .
We selected the socioecological model for its utility in conceptualizing the multilevel determinants of access or use, a utility that has been demonstrated across a wide breadth of literature. [23] [24] [25] [26] From a socioecological perspective, individuals are embedded within larger systems in which multiple levels of influence interact and mutually reinforce one another. For example, an individual's use of PPC services is influenced by factors beyond those occurring at the individual level; likewise, individuals' perceptions and practices can perpetuate what occurs at a broader level. We adapted the model described by McLeroy et al to align with the context of our review by: 1) removing the original model's distinction between intrapersonal and interpersonal factors and, instead, distinguishing between provider and patient/family factors; and 2) conceptualizing community factors as health system factors. We defined each revised level as follows: 1) policy/payment barriers consisted of laws or insurer policies; 2) health system barriers included workforce and access issues across organizations; 3) organizational barriers included facets of an organization, such as organizational structure, culture, or policies and procedures; and 4) individual barriers focused on characteristics of patients, families, and providers such as beliefs, experiences, selfefficacy, culture, and resources.
Ultimately, our specification of 4 a priori themes based on an existing conceptual model (ie, the socioecological model) structured our data collection and analysis and ensured that we captured the full scope of barriers that might impact health service delivery. This, in conjunction with our inductive approach in the subsequent synthesis phase, allowed us to glean the varied and nuanced barriers from the literature to build a model of health service delivery specific to PPC for children with cancer.
RESULTS
The literature described a range of barriers limiting access to and use of PPC services for children with cancer, including the following: 1) policy and payment barriers, 2) health system barriers, 3) organizational barriers, and 4) individual barriers (ie, provider-level and patient/family-level barriers) (see Fig. 2 ). Barriers within each of these socioecological domains are described below. We also summarized the recommendations and potential solutions posed by the literature to address barriers to PPC delivery in oncology within each domain (Fig. 2 ).
Policy and Payment Barriers
Policy and payment barriers apply broadly to pediatric patients with advanced or serious illness and thus have a critical impact on the care pediatric cancer patients receive. A discussion of coverage barriers is essential to understanding barriers to PPC access for children with cancer. However, because insurance plans and most of the policies that regulate them are not disease-specific, this section offers a more general discussion of policy and payment.
Coverage of PPC services
Inconsistent, ill-defined, and sometimes inadequate financing mechanisms limit access to PPC. Coverage of these services varies across regions (eg, variation in state Medicaid programs and state-mandated benefits for private insurance plans) and across payers (eg, differences between public and private insurance plans; differences among private insurance plans). 15 Consequently, geographic and socioeconomic disparities in access to PPC for children with cancer exist. 27, 28 Furthermore, this variation may disrupt care continuity for families who move across state lines or switch employers. Most children with cancer in the United States are covered by private health insurance plans. 29 Although most of these plans cover some home health services, 15 they may exclude or inadequately reimburse supportive services for children with cancer (eg, services provided by psychologists and social workers; physical therapy; bereavement services) that are characteristic of palliative care. [30] [31] [32] Few plans offer coverage for respite care, a service that might be important for parents coping with the demands of caring for a child with a high-risk cancer. In addition, coverage of home nursing or therapy may be capped at a certain number of clinician visits. 15 Although PPC services appear to be covered more consistently in inpatient settings, such as pediatric cancer hospitals, coverage limits and associated policies still vary across payers and plans. 15 For children enrolled in Medicaid or the Children's Health Insurance Program (approximately 25% of children diagnosed with cancer 29 ), palliative care traditionally has been covered through individual state waiver programs, but the scope of these programs varies. Some of the same coverage gaps observed in private insurance plans remain.
Finally, for uninsured children (approximately 8.5% of children diagnosed with cancer 29 ), PPC is sometimes available through safety-net providers. However, the IOM cautions against relying on the "precarious safety net" to meet the needs of uninsured children with lifethreatening illnesses because the availability and scope of these providers are limited. 15 Safety-net hospitals may face additional challenges in further integrating palliative care services as a result of state budget constraints and other funding limitations. For example, in 1 study, nurses working within public/safety-net hospitals in California reported barriers to adequate palliative care education for nurses, such as insufficient education hours and tuition reimbursements allotted to nurses. 33 Such challenges in developing and training an adequate palliative care workforce might explain, in part, why fewer public and safetynet hospitals report providing palliative care services compared with nonprofit hospitals of a similar size. 33 Although these findings are general to palliative care services for all populations, it is likely that the limited availability of safety-net services also impacts access for children with cancer. Furthermore, children who depend on safety-net providers may be especially vulnerable to the consequences of access issues because being uninsured has been associated with poorer outcomes in childhood cancer. 34 
Recommendations
To address these insurance barriers, the AAP has called for more adequate reimbursement and more extensive service coverage. 17 For example, pediatric oncologists should be adequately reimbursed for discussing palliative care with patients and palliative care teams and for activities such as team care planning conferences and telephone consultations with families. 35 Some reimbursement mechanisms are available to cancer care providers; for example, Baker et al offer a list of existing billing codes commonly used in palliative care (eg, Current Procedural Terminology code 99361 is used for interdisciplinary team meetings). 36 Similarly, the IOM recommends that private and public insurance plans include comprehensive models of palliative care. 15 Some states, including California, Colorado, Florida, Massachusetts, and Washington, have attempted to bridge coverage gaps through the implementation of more robust models of palliative care delivery. 30 30 Although programs like Together for Kids and PPCN have offered innovative solutions to coverage gaps in certain states, in most states, access to PPC for Medicaid enrollees still varies considerably. Furthermore, budgetary restrictions may prevent children with cancer and their families from receiving access to PPC early in the child's cancer trajectory.
The federal government followed the lead of these states in 2010 with the Medicaid Concurrent Care for Children Requirement (CCCR), a provision of the Patient Protection and Affordable Care Act (ACA). ACA Section 2302 requires state Medicaid programs to pay for simultaneous hospice and curative services for children younger than 21 years who qualify. 38 Although the provision does not explicitly extend to nonhospice palliative care programs, researchers note that ACA Section 2302 has had spillover effects on palliative care use. For example, Kaye et al identify several states that have created mechanisms to provide community-based, concurrent palliative care "in the spirit of the Medicaid Concurrent Care for Children Requirement." 13 Although this legislation represents progress toward making palliative care more accessible to children with cancer and their families, it applies only to children who are eligible for Medicaid or the Children's Health Insurance Program, which excludes a large proportion of the population. Furthermore, state implementation of concurrent care has been inconsistent, and lack of public knowledge of the provision has limited its impact. Recommendations for policymakers include: 1) relaxing the 6-month prognosis requirement, 2) expanding concurrent care to the non-Medicaid population, and 3) expanding state implementation support. These adjustments, in conjunction with large-scale educational efforts to combat knowledge gaps and negative attitudes surrounding hospice and palliative care, have the potential to greatly increase PPC access and use for children with cancer.
Health System Barriers

Availability of care
The inconsistencies in coverage among payers described above may limit the feasibility of providing comprehensive PPC services for some pediatric oncology programs. 35, 36 In 2008, of the more than 200 Children's Oncology Group institutions, where greater than 90% of children with cancer in the United States receive care, less than 60% offered formal PPC services. 39 Although the availability of PPC programs may have increased since then, more recent evidence suggests that the supply of palliative and hospice care services, particularly outpatient services, remains insufficient to meet the demand of children with cancer in some geographic areas. 28 Baker et al 36 attribute poor adoption and implementation of PPC in oncology to an array of barriers (structural, financial, professional, regulatory, institutional, and organizational), which impede partnerships between pediatric oncology centers and community-based programs (ie, communitybased home health, hospice, and palliative care). For example, many pediatric oncology programs rely heavily on private donations; these donations are more commonly allocated to curative efforts than to providing palliative or EOL care. 40 Hospitals that are able to establish PPC programs often must seek creative solutions to funding issues. For example, Duncan et al 41 describe the establishment of an integrated PPC team within a pediatric oncology program based in the Dana Farber Cancer Institute. The palliative care team began with funding from the Institute for Healthcare Improvement and later expanded with funding from a philanthropic grant. In the absence of such funding, PPC programs may struggle to support enough staff to enable some critical aspects of an integrated PPC Review Article team, such as 24/7 availability of staff for consults and the provision of bereavement care. 31 Thus, even when formal PPC programs are in place, access to comprehensive services for children with cancer still may be limited.
Workforce and training issues
In parallel to the shortage of PPC programs, there is a nationwide shortage of clinicians with expertise in delivering palliative care to children with cancer; few residency and fellowship programs provide formal training in PPC, and pediatric oncologists are not typically trained in this area. 8, 31, 35 The absence of such training may prevent the incorporation of key palliative care principles into cancer care for children; even in contexts for which the specialized PPC workforce is adequate, equipping oncologists with PPC knowledge and skills could facilitate appropriate and timely referral to PPC services.
Recommendations
The AAP recommends further incorporating palliative care topics into residency, fellowship training, and continuing education programs and into certification examinations for pediatric oncologists and other providers, including primary care providers, who deliver care to children with cancer. 17 Doing so could increase the number of clinicians able to provide general palliative care, providing children and families with access to holistic, personcentered care within the context of the existing workforce shortage. In addition, a more robust workforce of subspecialty and tertiary PPC providers trained to meet the unique needs of children with advanced and terminal cancer could have profound effects on palliative care referrals and use. 37, 42 Examples of successful collaboration and integration of PPC programs and primary pediatric teams have been reported and could serve as examples for other programs. 36, 41 This, in conjunction with more adequate and consistent financing mechanisms, may increase the availability of PPC programs connected to pediatric oncology programs.
Organizational Barriers
Challenges in PPC delivery
Pediatric oncology has long been viewed as an example of interdisciplinary 36 care; however, in reality, care is often fragmented. Patients and families must learn how to navigate a complex health system, multiple settings, clinics, and a variety of care providers. 36 Institutions face challenges in coordinating care for children with cancer. Integrating PPC into cancer care introduces additional complexities. PPC teams are typically interdisciplinary, involving a variety of clinical and other staff, including physicians, nurse practitioners, nurses, social workers, and chaplains. The interdisciplinary team coordinates and maintains therapeutic relationships across settings. Delivering PPC in a way that facilitates continuity of care across disciplines and across settings is challenging and requires many resources and funding that might be variable or unsustainable. 36, 43 This further contributes to the limited availability of PPC programs for cancer care described above.
Competing models of care
Several models exist for the delivery of PPC to children with cancer, and each has advantages and disadvantages in terms of impact and cost; selecting and adapting a model to fit their own setting and context can be challenging for organizations. Models vary in the extent of the PPC team's responsibilities (ranging from consultative only to assuming the role of primary care providers), the location of care delivery, and the flexibility of the care (eg, flexibility in moving with the child across care settings); and they are not mutually exclusive, meaning that institutions may implement components of various models to meet the needs of their patients. Foster et al 43 describe a spectrum of PPC models in cancer care ranging from inpatient PPC consultative services to fully integrated PPC teams. They detail the advantages and disadvantages of each model and their implications for patients, families, care providers, and institutions. When selecting a PPC model, institutions must balance the number of patients and families they want to serve and the resources available.
Most PPC for children with cancer is currently provided as inpatient hospital PPC consultative services. This approach relies on pediatric oncologists and other specialists who care for children with cancer to make a referral to the hospital-based PPC team, and it depends on specialists' awareness of the benefits of PPC and their willingness to discuss palliative care and make referrals. Therefore, this consultative services model requires continuous efforts to educate oncologists and other providers on the benefits of palliative care and palliative care concepts. Even oncologists working in this kind of model who are aware of the benefits of palliative care are likely to refer only a small fraction of their patients for palliative care consult, diminishing the reach of this model. Furthermore, this model typically is limited to inpatient settings and may introduce disruptions in care continuity for patient and family. 36, 44 Alternatively, institutions may implement fully integrated PPC teams that span inpatient, outpatient, and community-based services with the goal of providing seamless continuity of care for cancer patients and families. The IOM has recognized that the medical home is the optimal venue for integrated, coordinated, familycentered care. 45 Generally, in a pediatric-oncology medical home model, clinicians with expertise in symptom management and palliative care are integrated into the primary oncology team. Such models provide greater continuity of care across multiple settings, dedicated staff with palliative care expertise, and palliative care team availability 24/7. However, these models also have disadvantages. For example, they require significant financial and staffing investments by the institution(s). In addition, they may introduce challenges for providers and patients' families in coordinating care across settings (eg, inpatient and various community-based settings). Furthermore, if a care coordinator is not clearly designated within this type of integrated medical home model, then patients and families might experience difficulties in identifying the appropriate contacts for questions and issues.
Recommendations
The literature proposes some recommendations to counteract the disadvantages of certain PPC models. For example, to address the limitations of a consultative services model, Kaye et al 44 propose that primary oncology teams deliver core elements of pediatric palliative oncology care starting at the time of diagnosis, with early subspecialty PPC consultation reserved only for higher risk or more complex cases. The 3-tier model described by Kaye and colleagues demonstrates the potential benefits of integrating subspecialty PPC into pediatric oncology care and the relatively greater reach of programs with high levels of PPC team integration. More recently, Kaye et al also introduced the idea of incorporating an embedded pediatric palliative oncology expert into primary pediatric oncology care as a means of improving continuity of care within this 3-tier model and ensuring "PPC presence" throughout. 46 Recommendations for components of PPC models that are critical to ensure care coordination and continuity include creating structures to help patients and families navigate the multiple settings of care, providing nurse liaisons to coordinate home and community-based care, and ensuring a consistent care team throughout a child's cancer trajectory. 43 Finally, the literature offers tools to help institutions select and implement PPC model(s). The choice of a model should be guided by a thorough needs assessment of the institution, patients and families, and community. 43 To help organizations plan for and implement PPC teams, the Center to Advance Palliative Care 47 makes tools and instruments available online, including sample business cases for PPC, case studies, and members-only resources for how to pick the right model to implement. The Initiative for Pediatric Palliative Care 48 has made available their institutional selfassessment tool to help organizations assess their own status related to family-centered palliative care for children with cancer and to foster discussion and planning.
Individual-Level Barriers
Knowledge about PPC Many cancer care providers lack knowledge about PPC, which can lead to misunderstandings about its inclusion in cancer treatment; for pediatric oncologists and other specialists, these knowledge gaps are largely created and reinforced by a lack of training and expertise in PPC. For example, some view palliative care as synonymous with hospice or EOL care and are unaware that PPC is intended to address the multifaceted needs of children and their families throughout the cancer trajectory, as opposed to exclusively at the EOL. 49 Although such misconceptions may be evolving, many still believe that palliative care cannot be delivered concurrently with curative cancer treatments 50, 51 ; they consider the 2 types of care incompatible or representative of 2 distinct phases of clinical care for children with cancer. 44, 52 Pediatric cancer care providers also may lack knowledge about the additional value of PPC; they may not see the benefit of involving a PPC team if they believe the oncology care team offers some of the same services. 53 Because oncology care teams typically include a social worker and nurse, some cancer care providers perceive substantial overlap in the care provided by the primary oncology team and that which would be provided by a PPC team. 50 However, members of palliative care teams, such as social workers and chaplains, typically possess specialized training or certifications that oncology care teams may not have. 53 Without the skills and expertise of PPC team members to supplement primary oncology teams, patients and their families may not have access to the psychosocial, spiritual, and bereavement support they need. In addition to having little training or familiarity with PPC, pediatric oncologists also report not knowing which community and institutional resources exist to provide bereavement support to families of patients, 31 creating a barrier for families in accessing bereavement care.
Patients and families carry similar misconceptions about palliative care, often perceiving PPC as a type of EOL care implemented only when curative cancer treatments have been exhausted and children and families have no other hope. 8, 54, 55 This tendency to equate palliative care with giving up creates additional barriers to integrating palliative care into cancer treatment, especially because families tend to rate hope more highly than providers. 56 Despite evidence suggesting that palliative care actually can foster hope among families facing advanced cancer, 36, 57 pursuing hope through curative treatments, even when a cure is unlikely, can become paramount for families. They may continue to pursue curative treatments without the additional supportive care that PPC teams can provide 8 ; although studies suggest that, with the correct framing, they may be amenable to simultaneously receiving curative and supportive care. 58 Furthermore, palliative care is often introduced late in disease progression, 8, 44 reinforcing the views of both cancer care providers and patients and families that: 1) palliative care is only reserved for the EOL, and 2) palliative care represents a distinct phase in cancer treatment.
Although much of the literature identifies negative perceptions of PPC among patients' families, a recent study by Levine et al 59 indicated that patients' families generally were open to integrating PPC early in the course of cancer treatment. Very few family members of patients in that study expressed preconceived negative attitudes about palliative care. These findings suggest that attitudes may be changing, especially when providers frame PPC as a way to care for the whole person and their emotional, social, and spiritual needs. 44 
Discomfort with talking about death
Because palliative care is often conflated with EOL care, discussing PPC can raise concerns about death and dying. Many cancer care and other pediatric providers lack experience talking to patients' families about palliative care or EOL issues 60 and have reservations about these discussions. 50, 57 Although conversations about palliative care do not necessarily suggest that a patient is dying, patients' families may perceive them as an indicator that the provider has given up on curative treatments. Parents and patients may avoid PPC discussions so as not to create familial distress about the possibility of death. In this context, cancer care providers are often uncomfortable initiating conversations about PPC and tend to do so only when prompted by the patients' family members. 60, 61 The association between palliative care and "giving up" has a particularly strong impact on the initiation of palliative care conversations in a pediatric oncology context, in which illness trajectories are unpredictable and curing illness often remains the primary goal right up until death. 55 Providers may avoid conversations about death and dying to avoid upsetting young patients and their families. Furthermore, they may be concerned that such conversations will disrupt the "culture of hope" they try to foster in pediatric medical settings. 8, 62 These conversations also are complicated by laws of consent; in most jurisdictions, children cannot consent until age 18 years. Potential disagreement on treatment plans among children, parents, and cancer care providers may further deter providers from initiating these difficult conversations. 54 Many teenagers with cancer report a desire to participate in EOL discussions and a desire for those discussions to occur earlier 63 ; furthermore, children as young as 10 years can articulate their preferences and participate in decision making. 36, 64 Nevertheless, many providers believe that teenagers and children are uncomfortable or unable to participate in EOL decision making. 65 These misconceptions also contribute to cancer care providers' avoidance of conversations about PPC.
Differences in treatment goals between families and providers also can delay discussion and initiation of PPC for children with cancer. 55 Finally, language barriers can make it more difficult for providers to allay a family's concerns or misconceptions about PPC, further hindering uptake of PPC services for children with cancer. 66, 67 Cultural barriers
In addition to misunderstandings about palliative care, cultural barriers can pose challenges to integrating PPC into cancer treatment. For example, individuals from different cultures vary in their beliefs about treatment and who should make decisions. Latinos and Latinas may be more reluctant to pursue palliative care for cancer than other groups because of strong beliefs in exhausting all possible options to save the child. 55, 68 However, 1 study reported greater uptake of hospice services (an aspect of palliative care) among Latinos with cancer compared with non-Latinos, 69 which may be attributed to Latino parents' greater likelihood of following the advice of the oncologist. 69 Individuals in some cultures, such as certain Native American and Asian cultures, believe that speaking about the possibility of death can make it happen; when palliative care is seen as EOL care, discussing PPC suggests the impending death of the child. 55 In addition, some Native American families may wish to engage elders in decision making about treatment 55 ; thus, treatment decisions are community decisions rather than decisions of the caregiver alone, further complicating PPC decision making.
Recommendations
Redefining what PPC means and changing perceptions will rely on changes in practices and the framing of PPC within the context of cancer care. In the WHO definition of palliative care and the AAP policy statement, as noted above, the introduction of PPC should begin at the time of diagnosis as part of an overall cancer treatment plan for the patient. 18 Others have also recommended integrating palliative care specialists into the child's care team early in the care-planning process. 44, 70 This can support the perception that PPC is part of the overall treatment plan rather than a last resort for children with cancer. 44 Furthermore, integrating the PPC team as part of the child's multidisciplinary care team reframes PPC in a positive light. PPC providers become additional supports for the child and family throughout the continuum of cancer treatment. Kaye et al 44 also introduce PPC in this way:
Whenever our team takes care of a child with this type of cancer, we use a team approach to provide your child with the best possible care. Your child will be evaluated and treated by an interdisciplinary care team, including physicians, nurse practitioners, nurses, dieticians, social workers, psychologists, child life specialists, chaplains, and PPC experts. Each member of this team has an equally important role to play in helping your child feel better and cope with his or her illness.
Many resources for cultural competence and sensitivity exist, and providers may need to turn to principles of shared decision making to understand individual patient and families' preferences and beliefs about: 1) which treatments to pursue and under what circumstances, 2) who should be involved in cancer care decision making, and 3) what role the child should play in the decision making (depending on age and maturity). 55 
LIMITATIONS
One limitation of this review is that, although we included a wide breadth of literature, it was not a systematic review. Consequently, there may be relevant studies that we did not review. Another important limitation is that key knowledge about adoption and implementation of PPC models may not be available in the peer-reviewed literature and thus may not be captured in this review. It is our hope that this review will encourage those involved in implementing PPC to disseminate lessons learned from their efforts to move this field forward.
CONCLUSION
Although integrating PPC can benefit providers, patients, and their families, the barriers described in this review have limited the widespread adoption of PPC for children with cancer. With nearly 16,000 children in the United States being diagnosed with cancer each year and 1 in 5 dying of the disease, understanding the barriers and exploring ways to overcome them are critical. 1 PPC experts can help all stakeholders manage the challenging topics associated with high-risk cancers in children and provide integral support to the care team. However, addressing the underuse of PPC services for children with cancer will depend on simultaneously overcoming barriers at each level of the socioecological framework. The current review summarizes recommendations from across the literature, but ongoing sharing of lessons from providers experienced in PPC and health systems and pediatric oncology programs with established PPC models may best enable broader adoption.
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